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	Please allow 45 minutes for this session with an additional 10-15 minutes for discussion and questions
	Below is a slide-by-slide guide with suggested discussion points.  The slides are equipped with animations that can be triggered when you see the word [click] in brackets.
	Before facilitating this session, we recommend you thoroughly review these slides and notes, and practice the presentation with the animation.
	Key teaching points are highlighted in yellow.
	Suggestions for discussion during the presentation are provided and are shaded in pink. 
	The presentation centers around one clinical case.  Three supplementary cases are also provided separately for discussion.  However, it may also be helpful to ask audience members to suggest cases from their own experience for discussion.  In addition, there are many potential stopping points for participants to discuss ethical issues or challenges they have encountered. 

SLIDE	DISCUSSION POINTS/NOTES
	By the end of this learning module you should be able to:[click] Know the definition and general principles of palliative care[click] Be able to identify opportunities to initiate palliative care[click] Know how to plan communication of prognosis to families[click] Recognize the role of the provider in supporting families with decision-making[click] Describe the role of the multidisciplinary team[click] Outline some fundamental principles of pain management[click] Discuss common dilemmas and ethical issues encountered in palliative care[click] Recognize limitations and barriers to providing palliative care to children 




	A key point to understand when defining palliative care is that it should not be distinct – either in timing OR in treatment modalities – from curative care.  Here we show the old model of how curative care was distinguished from palliative care.  In this model, curative methods of treatment are pursued, often aggressively, until it is clear the prognosis is poor.[click] and an ABRUPT transition is made to palliative care, at that point often synonymous with end-of-life care.
	In the model currently supported by the literature and experts in the field, [click] the transition between curative and palliative care should be more gradual.  This is partly because of consensus that palliative care should be introduced early, when a life-limiting condition is first identified, not only when death is imminently anticipated, but also because often it is difficult to distinguish whether a specific treatment is curative, palliative, or both.  
	*Suggestion for discussion*Ask learners to name treatments that could be considered both curative and  palliative.
	In reality, the lines between curative and palliative treatment are generally blurred, and a patient may not take a direct route from curative to palliative interventions.  Thus a KEY take-away point is that palliative and curative care should be integrated.  As stated by the American Academy of Pediatrics: “Rigid distinctions between curative, life-prolonging, and palliative interventions may hinder the appropriate provision of palliative care to children living with a terminal condition”.In their landmark report “Where Children Die”, the IOM proposed this continuum of care for palliative care.  [click]  [click]  [click] Note that symptom management and disease-modifying therapy happen concurrently, along with advanced care planning. It’s also important to note that [click] bereavement support continues after the child has died.
	Here we review several important principles of palliative care.[click] Whether referred to as child-centered or family-centered, palliative care should always keep the child at its primary focus while also including the family.[click] As discussed before, it should be introduced early when a life-limiting condition is identified, [click] and integrated with curative medical care as well as psychological and spiritual care.  [click] Particularly important for the complex care child, care should be coordinated among various providers, subspecialists and other support services. [click] Care should be directed at goals that are consistent with the wishes and values the family has expressed.
	[click] Palliative care should involve the family – and the child where applicable – in decision-making.  [click] Experts agree that palliative care should be offered over a continuum of settings in the child’s life, including school[click] and that bereavement support should be offered to families before and after the child’s death.  [click] Finally, principles of palliative care always advocate for an interdisciplinary team approach.  The role of the team will be discussed later in this talk.
	Now let’s talk about what palliative care is NOT.It is important to note that palliative care should NOT be seen as directed at shortening life or hastening death.  As the course of a complex medical disease can often be hard to predict,  palliative care should not require a prognosis for short-term survival to be initiated.[click] The decision to not resuscitate should NOT be required as a precursor to initiating palliative care.[click] Finally, palliative care is NOT synonymous with hospice care.  Hospice care refers to a philosophy of service provided at the end of a patient’s life, and is focused on comfort care rather than on curative therapies.  The term is often used interchangeably with the insurance benefit of the same name and so can be confusing.  Hospice care will be discussed later in this presentation.  
	*Suggestions for Discussion*Does anything so far surprise you, or change how you have thought about palliative care?
	[click] About 53,000 deaths in children occur each year), and about half of these are infants under the age of 1.Studies by Feudtner and colleagues have shown that [click] about 22%  of these are due to a complex chronic condition which they defined as: Any medical condition that can be reasonably expected to last at least 12 months and to involve either several different organ systems or 1 organ system severely enough to require specialty pediatric care and probably some period of hospitalization in a tertiary care center. This would then equal about 11-13,000 annual deaths.  It is important to note that children with underlying malignancy accounted for about 20% of these children, leaving [click] about 9-10,000 children dying of other complex chronic conditions. 
	*Suggestions for Discussion*What diseases can you identify or describe that would be appropriate for palliative care?
	Four categories of conditions for which palliative care is often considered have been described.[click] For children with cancer, or congenital heart disease, treatment is often curative however premature death can occur[click] For children with diseases such as cystic fibrosis, or muscular dystrophy, premature death is expected, however treatment can be aimed at prolonging life and maintaining quality of life for many years[click] Some diseases that have no cure and poor prognosis for survival beyond early infancy are considered exclusively palliative[click]  Finally, there are children who may have a static neurological condition, but due to likelihood of frequent complications the natural history is still progressive.  These children often have an acquired or congenital neurological condition, or an underlying genetic disorder, and most closely represent the complex medical patient referred to in this curriculum.
	*Suggestions for Discussion*Ask the audience – which of these patients do you care for or have experience with, individually or at your institution?
	An article published in 2011 by Dr. Chris Feudtner and colleagues looked at which patients were referred to palliative care programs at 6 children’s hospitals in the country.The most common diagnoses were[click] genetic [click] and neuromuscular disorders, followed by [click] malignancy[click] gastrointestinal [click] and respiratory diseases.  [click] Over half of the patients had more than one diagnosis. [click] A significant number of patients were dependent on technology, including enteral feeding tubes, central venous catheters and respiratory support.[click] In addition, about half of the children were cognitively impaired, one quarter had a seizure disorder, and on average patients were taking  9 medications.   So you can see that the “complex medical child” is highly represented.
	How do children with complex medical conditions ultimately die? Very little is found in the literature on this topic. [click] Respiratory failure or arrest is likely the most common cause, often incited by[click] recurrent infections and impacted by progressive neurological deterioration. [click] Neurologically impaired children are often at risk for obstruction of the airway, aspiration, and central apnea. Seizures can be a risk factor as well.  [click] Some neurologically impaired children can develop progressive gastrointestinal  dysfunction, including pseudo-obstruction and dependence on parenteral nutrition , which can lead to life-threatening complications. [click] As in the general pediatric population, primary cardiac arrest is less common except among those with an underlying cardiac abnormality.
	When discussing palliative care, both as providers and with the family, many use the concept of life trajectories.  This is found to be a helpful tool in understanding the expected changes in a patient’s life over time, and ultimately when it is appropriate to introduce palliative care. Here is shown a trajectory of a person born healthy without any medical problems – the expectation is that the patient’s health status may deteriorate slightly over time, but that premature death will NOT occur. 
	Here we show a child born healthy who is then[click] diagnosed with cancer.  Treatment results in [click] remission, however when the cancer [click] relapses, curative treatment isn’t possible and the child dies prematurely.
	In diseases such as cystic fibrosis, [click] the child is relatively health at birth, but health takes a steady decline likely leading to premature death.
	In reality, the life trajectory of the child with cystic fibrosis looks more like this[click] [click] with intermittent crises altering the health status of the patient.
	In other cases,[click] the child is born healthy but then suffers an unexpected devastating event – such as meningitis, head trauma, or unexpected respiratory or cardiac arrest, resulting in severe neurological disability.  Subsequent to this, a gradual downward trajectory will occur, [click] marked by intermittent crises.
	[click] Finally, many of the complex medical patients we care for are born with significantly compromised health status, for example: hypoxic-ischemic encephalopathy, congenital brain malformation, intra-ventricular hemorrhage due to extreme prematurity, or other genetic, metabolic or neurological diseases, sometimes of unknown etiology. The duration of life and the trajectory will vary greatly, depending on the disease and the interventions the family wishes to pursue. [click] However, most certainly the trajectory will be punctuated by health crises – infections, complications of surgery, worsening seizures – that will impact the patient’s life.  It is important to note when counseling families that with each crisis, the child often does not return to their previous baseline health status, thus resulting in a gradual downward trajectory even for the child with a static and not progressive disease.
	Whether the curve looks like [click] this [click] or this, as the health status gradually declines[click] the level of medical support and interventions needed to continue sustaining life will increase.
	*Suggestions for Discussion*Based on what we just discussed – what do you think are appropriate times in the “life trajectory” to introduce palliative care to the family?
	There are various conceivable times or “predictable opportunities” when palliative care may be introduced.  At each of these different times, the role of palliative care may be framed differently to the family.  For example:[click] At the time of diagnosis, accurate communication of prognosis will be important. Symptom control, education about illness, and long-term planning will be needed.[click] After diagnosis or initial crisis, there may be a period of adjustment and stability, both in the child’s health status and also in the family’s understanding and acceptance of the disease.  It is important to recognize that even though the child is medically stable, the family may still be grieving the loss of the “normal child” they hoped to have.   Social and spiritual support will be important, as well as providing care across the continuum including school.[click] Palliative care is often revisited or in some cases introduced when crises occur that significantly alter a child’s health status or are perceived to result in more suffering and a poorer quality of life.  In addition, more aggressive medical intervention, such as feeding tube or tracheostomy, may be recommended to the family to sustain life.  Support for decision-making and rethinking goals of care is crucial at this time.[click] And finally, although palliative care ideally should have been introduced earlier, it is often introduced or revisited when end of life is imminent.  
	So, when considering “is palliative care appropriate to introduce for this patient”, consider the following questions:[click]  Is this patient likely to die before reaching adulthood? [click]  Can you expect or anticipate illness or complication in the next year or two that could further alter the child’s health status? [click] Does the child appear to be suffering either from the disease or treatments for the disease? If the answer to any of these is yes, you should consider introducing palliative care with the family.   Also, consider what decisions are being made.  Has the family declined invasive tests that may not change the course of treatment of prognosis?  Have you discussed with the family whether they should do an invasive procedure, such as scoliosis repair or hip surgery, based on the benefits and risks?  Palliative care is often practiced before the notion of a formal introduction or consult is introduced.[click] Most importantly, palliative care should be introduced early, at diagnosis when possible.  This concept is supported by the AAP policy statement, NHPCO, and others.  Early introduction of palliative care has been associated with numerous outcomes in different populations, including improved family satisfaction.
	Now we will introduce a case.A 7 month old male has been admitted for new onset seizures.  On review of systems, you find that the patient has been having poor weight gain associated with difficulty with oral feeding.  Evaluation finds increased tone of the extremities and severe developmental delay.  MRI shows cerebral dysgenesis.  Initial genetic and metabolic evaluations are normal and the family history is negative. Additional genetics labs are sent off, some of which will take weeks to come back.[click] This child has been diagnosed with a life-limiting illness, and this is an opportunity for introducing palliative care. At this juncture, communication of prognosis is critical. 
	*Suggestion for Discussion*What do you think are some barriers to communicating prognosis with the family, both personally and at your institution?
	There are many barriers to communication of an accurate prognosis. As already discussed,[click] prognosticating timing and reason for death in the medically complex child is difficult or impossible in most cases.  During infancy it may be especially difficult to accurately predict the degree of neurological impairment the child will have in the future.  Data on which to base prognostication is limited and often case-based. Often, patients unexpectedly recover from life-threatening illnesses or events, making the anticipated course even more unclear.[click] Because of this, there is often lack of consensus among providers, and delay in communicating prognosis may occur.  Meanwhile aggressive measures may be pursued presenting a confusing picture to the family.  In addition, studies have shown that providers are often reluctant to speak of death, and use euphemisms which further confuse families.[click]  Finally, families may be unable to accept information and may fear “loss of hope” by accepting a poor prognosis.It is important to be aware of these potential pitfalls, because frank discussion of prognosis is one of the first and most important steps in introducing palliative care.  There is evidence that “mixed messages” in relaying prognosis can add to distress of family (Contro, 1994) and that earlier recognition of poor prognosis leads to improved symptom management and less aggressive interventions (Wolfe, 2000).
	With regards to our case, there are many challenges in discussing prognosis and introducing palliative care. [click] The evaluation is not yet complete, although most likely the disorder will not have a treatment or cure.  The child is still young, so although most would agree prognosis is poor it may not be apparent to the family because he still meets their expectations about how an infant would look and behave.  [click] Several weeks later, the diagnosis of a rare genetic mutation is confirmed. The overall prognosis is poor, with life expectancy of a few years.  The patient is coming to clinic and a meeting is planned with the family and social worker to inform the family of the diagnosis.
	*Suggestion for Discussion*How do you prepare for a family meeting in which bad news will be delivered? 
	The topic of “giving bad news” is written about extensively in the literature, and is beyond the scope of this presentation.  However, as the pediatric provider will often be the one to first discuss prognosis with the family, it is important to be aware of some basic steps to follow when planning to discuss prognosis with family. [click] First, the team should be prepared and unified in their understanding of prognosis and what information will be given to the family.  Care should be taken to provide an appropriate environment for a meeting without interruptions and where the family can be comfortable.[click] At the start of the meeting, the family’s knowledge of the situation should be assessed.[click] The news should then be delivered in clear language, without euphemisms or mixed messages.[click] Time should be permitted for the family to be silent if needed and for emotion to be expressed before moving on with the meeting.[click] Finally, time should be allowed for the family’s questions to be answered, [click] and a plan should be made to move forward. [click] The family should never feel abandoned at the end of the meeting, follow-up should always be established.
	An important role of the pediatric provider is helping the family make decisions about treatment or interventions that are offered.  [click] Every intervention has associated benefits and burdens that the provider needs to weigh and discuss with the family. Providing honest and complete information is essential. The provider can also help with goal-setting.  Is the family’s wish to sustain life?  To minimize pain?  To go home?  Often there are multiple goals that must be weighed.  
	When counseling a family on a decision for an intervention, it is important to consider what degree of benefit the intervention will provide, while at the same time considering how much suffering it can lead to, both in the short-term through the procedure itself, and the long-term by prolonging the life and potential suffering of the child.  In addition, quality of life should be considered, including the cognitive function of the child and potential for human relationships.  [click] When there is clear benefit of an intervention for a child with good prognosis for future quality of life, the intervention will likely be done. [click] An intervention that has no clear benefit, for a patient with a poor prognosis and quality of life, should not be done .However, in the medically complex child, [click] most decisions will fall in a grey zone, where the benefit is marginal or unclear. In these cases, the family’s wishes should be honored.
	Let’s return to our case: The patient was discharged on nasogastric feeds to a sub-acute facility and then home.  After extended time working with speech therapy, the patient cannot take adequate calories by mouth to maintain nutrition and hydration.  Based on an assessment of severe reflux, the gastroenterology team recommends a gastrostomy tube/Nissen fundoplication.[click] The family has gone through a period of adjustment to prognosis.  However they may have been living with hope that their child would eat and they would not need a permanent tube or procedure.  So, although the child is not acutely ill, this situation presents an opportunity to consider introducing palliative care if it has not been already.
	*Suggestion for Discussion*
How would you help the family weigh the risks/benefits of this procedure? Short- and long-term complications of the procedure can be weighed against the benefit of preventing reflux and aspiration which would decrease illness, hospitalization and associated suffering and impairment of quality of life.  The role of the pediatric provider can also be to communicate with subspecialists and advocate for alternative options, such as trans-pyloric feeding, if invasive surgical interventions are not within the family’s goals of care.
	The pediatric provider will play an important role in discussing with the family their wishes should the child suffer a medical emergency, including desires for respiratory and cardiac resuscitation.  Here we show an example of a consent form for approved level of intervention.In certain cases, especially in the terminally ill child where death is imminent, [click] families may choose to Allow Natural Death, in which only comfort care measures are provided.In other circumstances, [click] family preference may be for a modified resuscitation status – for example, they may want to escalate respiratory support in the event of respiratory failure from pneumonia, but  not desire cardiac resuscitation in the event of a cardiac arrest.  These decisions may be based on the family’s experience with how the child has done during previous illnesses, perceptions of pain/suffering of possible interventions, and influence of family, friends and cultural beliefs.  The information provided by the provider is also crucial.  Interventions used during resuscitation should be explained in a logical way, with realistic expectations of outcomes from a full resuscitation from a cardiopulmonary arrest. 
	When engaging in these discussions with families, help the family determine what interventions are most consistent with their goals for the child.Encourage decision-making ahead of time, based on what the family believes is in the child’s best interest, rather than during acute compensation.[click] Always inform the family that the decision is not permanent and can be changed[click] Focus on what CAN be done to keep the child comfortable, rather than what can not be done.Finally, remember that even if the family desires a full resuscitation status, this does NOT mean the child cannot receive palliative care.
	It is important to remember that when interventions have unclear or marginal benefit, there is no right answer.  [click] The wishes of the family may not be the same as the preferences of the medical team.  [click] Similarly, the wishes of one family may differ widely from that of another family in a similar situation.  Remember that when benefit is marginal or unclear, family preference should be honored.
	One very difficult decision in palliative care is whether to withdraw or withhold artificial nutrition or hydration (ANH) from a patient.Although support for the permissibility this practice has been published,  it remains controversial and often difficult to implement due to provider or family perception that feeding , unique in its representation of basic parenting and nurturing of a child, is fundamentally different than other medical interventions. [click] However, in the child with a life-limiting illness, artificial nutrition or hydration becomes a medical intervention, distinct from feeding the hungry or thirsty child. In the majority of patients, artificial nutrition or hydration is of clear benefit, but in some cases it may actually cause harm and prolong suffering.[click]Enteral feeding can cause pain, and increase risk for aspiration.  [click]Intravenous hydration can exacerbate pulmonary and cerebral edema.Thus these decisions should be made in the same way decisions are made about other treatments.Children who do not receive ANH can live for days to even weeks and this can be difficult for the family to accept.  It is important to plan for ongoing support during this time and vigilant symptom control to ensure the child does not appear to be suffering.
	Another source of controversy often arises over the [click] decision to withdraw – rather than  withhold – an intervention.It is important for the pediatric provider to know that in the medical community and the literature, [click] no ethical difference is recognized between withholding an intervention and withdrawing it once it has been initiated.  In fact, often the concept of a “time-limited trial” is applied to determine if an intervention will be effective before deciding not to continue with it.This does not mean they will be viewed equally by families, and often withdrawing an existing intervention is much more difficult for the family than to withhold initially.
	Returning to our case, the patient’s family decides they do not want any surgical procedures.  They instead decide to feed their son with a naso-jejunal tube at home.  Over the next couple of years, the child has [click] multiple admissions for acute illnesses, either due to aspiration pneumonia or status epilepticus.  Also, the child has had to have the naso-jejunal tube repeatedly replaced in the hospital. The geneticist and hospitalist caring for him become concerned about the increasing time spent in the hospital, gradual decline in health status and suffering of both the child and family. They are fortunately able to refer the family to a multi-disciplinary palliative care team at their institution.
	A multidisciplinary team approach to palliative care, although in reality not always available to all families, [click] is one of the minimum requirements established by the AAP policy statement on providing palliative care.  Other minimum requirements include:[click] at least one consistent caregiver,[click] available assistance 24 hours a day, seven days a week,  [click] and ensuring a seamless transition between settings.
	A multidisciplinary team usually includes, at minimum, clinical support from a physician and nurse, a social worker who can assist with support across the life continuum including receiving services when at home and in school, a chaplain or other member for spiritual support, a psychologist, and a child life specialist who can have varying roles including normalization, memory-making and sibling support.  In reality, team members work collaboratively and roles/responsibilities are often not distinct.  
	Early introduction of a multi-disciplinary, subspecialty palliative care team can provide increased continuity as well as psychosocial support for family and staff.  However, the palliative care “experts”, or subspecialty providers, [click] should be well-integrated with the primary physician or team caring for the patient.  The primary provider – whether it is a pediatrician or specialist, such as a geneticist or neurologist – has a unique and important relationship with the patient. Considering that subspecialty palliative care resources may be limited relative to the needs of the patient population, the primary provider should be able to [click] provide basic pain and symptom management as well as [click] support for goals-setting[click] decision-making [click] and grief counseling. Some things the palliative care subspecialist or team may be needed for include [click] complex coordination of medical care, [click] resolution of conflicts[click] mediation of ethical challenges[click] planning for transition to home or hospice, or [click] management of refractory or troublesome symptoms.
	A child’s suffering extends beyond the physical sensation of pain to include the total anguish the child experiences, and this extends beyond the child to the family and community.A multidisciplinary team can have the resources to address all the realms of patient and family suffering.[click]  They can identify and respond to the emotional, cognitive, and psychosocial needs of the child to reduce the influence these factors have on the child’s pain perception and suffering.Such comprehensive support is often challenging when such a team doesn’t exist.
	*Suggestions for Discussion*On the next slide, show “Pain”, but before clicking on the next animation, consider posing the following question:  What are some symptoms that would contribute to pain and suffering in the neurologically impaired child?
	Pain is one of [click] many symptoms commonly encountered in children with complex medical problems especially from neurological illness or injury that need to be controlled to minimize suffering, including management of secretions, GERD/emesis/dysmotility, dyspnea, seizures, and spasticity.  Controlling all of these symptoms is needed to ensure the comfort of the child.
	Children with complex medical conditions may [click] suffer pain for various reasons, including [click] acute pain due to an illness or injury, [click] chronic pain due to underlying spasticity, hip dislocations, reflux, or wounds; [click] procedural pain, and [click] pain at the end of life which will be discussed later in the presentation.
	While a full discussion of pain management is outside the scope of this talk, the next few slides will provide a general overview and pearls of pain management .Interventions fall under 4 general categories.  [click] The use of non-opioid medications, such as Acetaminophen and NSAIDs, is most familiar to the provider, [click] as is the use of narcotic medications.[click] Adjuvant medications such as anticonvulsants, antidepressants, antihistamines, anxiolytics can also be used.[click] Finally, non-pharmacologic interventions can reduce the need for pharmacologic therapy and give the child or family more control. These can include various modalities such as hypnosis, biofeedback, distraction with toys and games, play therapy, yoga, massage , art therapy and music therapy , and acupuncture. 
	This is a schematic of the WHO pain ladder which is currently promoted for pain management in children.At the first level for mild pain, non-opioids such as Acetaminophen or NSAIDs are recommended and should both be available.  These medications are highly available in oral form, are non-sedating, but do have dose limits for safety.For moderate to severe pain, opioids such as morphine are recommended.  These drugs can have side effects, but have no dosage ceiling and can be titrated up safely until pain is controlled.Note: This schematic has replaced the original WHO 3-step pain ladder widely applied to pain management in adults.  The 3-step ladder distinguished between weak opioids, such as codeine, and strong opioids such as morphine, applied to “mild to moderate pain” and “moderate to severe pain” respectively.  Because of the growing body of evidence demonstrating safety and efficacy problems with codeine and the lack of data on other intermediate strength opioids, the WHO abandoned the 3-step approach for this 2-step approach.
	The medically complex child may experience various types of pain, including: [click] Nociceptive pain – due to fractures, spasticity, GERD, hip dislocation[click] Neuropathic pain – due to underlying disease or previous surgeries [click] Central pain – due to brain injury[click] Visceral hyperalgesia – a hypersensitivity to GI stimulus that can occur in neurologically injured childrenWhile nociceptive pain may respond well to traditional non-opioid and opioid medications, pain other than nociceptive may benefit from being treated with alternative medications, such as gabapentin, tricyclic antidepressants, or some anticonvulsants.
	Pictured here are some pearls of pain management proposed by the WHO.  In addition to following the ladder pictured in the previous slide, it is recommended to provide pain control “by the clock”, or at regular intervals, rather than only as needed.  Scheduled medication can then be complemented with breakthrough medication as needed, and if using opioids it is recommended to stick with the same medication for both if possible. The oral route is always preferred.  Finally, pain management should be tailored to the individual patient.  Reassessment should occur frequently, and side effects should be anticipated and treated.
	Numerous barriers to adequate pain management exist, especially in the realm of palliative care.  These barriers predominantly relate to the use of opioids.[click]Patients may fear stigma or “dependence” or be concerned about side effects.  Because of this they may refuse to report pain.  Patients who are unable to report pain are also at risk for being inadequately treated.[click]The patient’s caregivers may share similar fears of stigmatization/addiction, may worry about opioids hastening death, or may feel they are giving up by escalating pain management.[click] Healthcare providers are often impeded by fear of respiratory depression, fear of hastening death or “euthanasia”, or concern for tolerance and inability to control pain in the future.  Lack of experience can also be an issue.[click]Finally, within hospitals, there may be a lack of available experts and lack of education provided to pediatric trainees.
	*Suggestion for Discussion*What are some existing biases toward pain management at end-of-life, both personally and at your institution?
	Let’s return to our case.  At 3 years of age, the patient is brought in due to respiratory arrest at home followed by cardiac arrest, possibly brought on by a seizure.  The child endures a prolonged resuscitation, and is not diagnosed with brain death but is in a persistent vegetative state.  The family is presented with the need for tracheostomy and mechanical ventilation as the only way to sustain life.  Consistent with their previous wishes, they decide not to pursue the surgical intervention.  With the support of their palliative care team, they plan to extubate the patient, knowing he may not survive.At this time, significant goal-shifting will occur, and care will become exclusively palliative.
	The team takes the following steps in planning the child’s care with the family:Interventions or medications that are no longer essential for comfort can be withdrawnDiagnostic tests or studies should be minimized.Monitoring can be reduced or eliminated to improve the comfort of the child and family.Family togetherness and visitation should be maximized.The provider should help the family anticipate symptoms close to death – skin mottling/cool extremities, difficulty with secretions, decreased level of consciousness, decreased urine output.Finally, pain management will be a priority and will likely be escalated.  
	Many providers – and family members – may have the misperception that administration of opioids is “hastening death” or akin to euthanasia due to the risk of respiratory depression with high doses.It is important to remember that NO patient should need to die with pain or suffering, and so giving medication with the intent to relieve suffering [click] should not be seen as hastening death, even if it contributes to respiratory depression.It is helpful to understand the Doctrine of Double Effect that is commonly used to justify the administration of medication to relieve pain, even if the side effects hasten death.  [click]This doctrine acknowledges that interventions have intended consequences and unintended consequences, and that these consequences can result in good or bad effects.   According the Doctrine of Double Effect:The act in question should be morally good or neutral as in the case of administering opioids.The good effect should be intended while the bad effect - while foreseen – should be unintended.Finally, the bad effect must not be the means to the good effect – as would be the case in giving an intentionally lethal dose of a medication.
	The Initiative for Pediatric Palliative Care provides this guidance to providers when in doubt of escalating pain management.  Consider[click] Is the patient suffering?[click] Does the treatment relieve this suffering?[click] Is it your intent to relieve pain and suffering?[click] Are you providing only that which is necessary?[click] If the answer is “yes” to these questions, then administration of the medications is appropriate.Treating pain at end-of-life with opioids is NOT euthanasia.
	Preparation for the child’s death should ideally be discussed before death is imminent although this may not always be possible.An important step is discussing if the family wishes the patient to die in the hospital, or at home.  In some cases, a third option – inpatient hospice care – may be available.[click]Based on existing research we know that most children die in the hospital, and a 2011 study of palliative care referrals found that about half of those children die in an ICU setting.There are advantages to this setting, including familiarity with surroundings and staff and easy access to treatment.  This may be the best option if there is an unsuitable home environment, other children in home, or lack of available home support depending on location/insurance.  Finally, it may simply be the family’s preference.  However, there are also numerous disadvantages include risk of unnecessary escalation of care and monitoring; lack of privacy; and usually a limit on the amount of visitors that can stay at the bedside.[click] Advantages of providing end-of-life care at home include: increased caregiver control, increased comfort, and some studies show increased satisfaction.  However resources to support this may be limited.[click] Inpatient hospice, when available, can provide a more home-like environment away from an acute care setting, while still supporting the family’s wishes or needs to not have the child die at home.  This can be provided in a freestanding hospice or in dedicated beds of a hospital.
	When planning for children to leave the hospital, it is important to ensure wishes to not resuscitate can be honored by helping the family complete an out-of-hospital form.  These forms are usually available from the state health department.Copies of this form can be kept at home, school, and with the local EMS department in case the family does choose to call for support or transfer to a hospital.  
	With the support of hospital staff or a multidisciplinary team, the pediatric provider should ensure that several other things are considered when planning end-of-life care.
[click]Does the family want an autopsy?[click]Does the family want to consider limited organ donation?[click]Have they considered whether they would like to bury or cremate the child, and what time of funeral or memorial arrangements they would like?[click]Have they been offered the opportunity for memory making, such as through hand or foot prints or a keepsake box?[click]Finally, ongoing bereavement support is crucial. Remember that palliative care continues beyond death, the family should not be abandoned.
	Memory making, or legacy building, is an important part of planning end-of-life care.  These services are often provided by a child life specialist, social worker, or other team member.  Activities can include making a memory book or scrapbook, hand prints or hand molds, professional photography or videography.
	Numerous barriers continue to exist to providing optimal palliative care for children.  These barriers exist at the level of the[click] physician,[click] the family, [click] the hospital,[click] and our health care system in general.  As a provider to children with complex medical conditions, an important role you can play is to advocate for improving palliative care services for children at your institution and in the community.
	Hospice services for children in this country unfortunately are limited. According to the NHPCO, only 0.4% of all hospice patients in 2008-2009 were under the age of 24 (= about 4000 patients).Barriers to providing hospice services to children are many:[click] First, there is an overall lack of trained pediatric providers.[click] As we have discussed, uncertainty of prognosis leads to curative treatment being pursued concurrently with palliative care, and pervasive myths around hospice exist, such as that the patient needs to be DNR or is not allowed to return to the hospital for care. One fundamental problem with hospice services is that the [click] Medicare model designed to serve adults does not apply well to children.  Children, once diagnosed with a life-limiting condition, often live much longer than the six months dictated in the Medicare hospice benefit.  Children also have a greater variety of public/private payers and thus services can vary.Extension of hospice benefits to better meet pediatric needs is occurring at individual state levels.  
	One significant barrier has been that families were forced to choose between curative care and hospice care. However, with the passage of the Affordable Care Act in 2010, a new provision entitled Concurrent Care for Children was enacted, requiring Medicaid to pay for both curative and hospice services.  [click]While this legislation helped overcome a significant barrier to providing hospice care, limitations still remain.  Unless amended at the state level, children still must be deemed to have a six month life expectancy.  In addition, the legislation did not expand available hospice services, nor does it regulate the services provided by private payers.  
	*Suggestions for Discussion*How has the Concurrent Care Act been implemented in your state?  What policies and services are available to provide hospice services for children?  What needs to be improved, and how can you advocate for this?
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